Summary Aim: The aim of the study was to explore the information needs of informal carers, and how information from health professionals can become more effective for families caring for people with epilepsy. Methods: A combined methodology was used, comprising an interview study and a survey. Twelve in-depth interviews with carers were carried out. The questionnaire was developed using the interview data, to which 70 carers responded. Results: Four main themes have been drawn from the study.
Introduction
Epilepsy is the most common serious neurological condition, affecting 1:200 people in the UK. 1 It is the second most common reason in Britain for consulting a neurologist. 2 MacDonald et al. 3 suggest that in a population of 100,000 such as that served by a primary care organisation in the UK, there might be 41 new cases of epilepsy a year and about 400 people under treatment. The prevalence of epilepsy reflects diverse diagnoses and *Corresponding author. E-mail address: s.kendall@herts.ac.uk (S. Kendall).
severities, but all are characterised by the presence of seizures. Whilst most adults manage their own epilepsy treatment within their working and domestic lives, a significant proportion are 'cared' for by family members. Despite this, there is little literature on the information needs of carers of adults with epilepsy. Access to, and experience of, epilepsy services is important from the perspective of the person caring for someone with epilepsy. Carers need information to carry out their caring role effectively. 4 There have been five government sponsored reports since 1953 5 on the provision of counselling for people with epilepsy and the need for public and professional education on epilepsy. A review of existing medical services in 1990, found many proposals un-implemented, suggesting lack of financial backing and divided opinions amongst health professionals as contributing factors. 6 The 'Epilepsy Needs Document', 7 stated that medical services for people with epilepsy were often 'poor in quality, fragmented and poorly organised' (p. 91). Detailed recommendations were made to improve service provision. Guidelines for optimum care covered initial referrals, assessment, investigations and treatment, care in the community, education, long-term care and training for health professionals.
Counselling and information for patients and families was recommended, and the need for specialist epilepsy services and epilepsy nurse specialists highlighted. An updated document 8 continues to promote counselling and information giving particularly by the primary health care team, as important to epilepsy care.
A systematic overview of 40 primary research publications on information and counselling needs of people with epilepsy 9 found a continuing personal and general need for epilepsy information provision. The majority of these reports referred to those with epilepsy rather than to their carers, suggesting that little attention has been given to carers in this context. Caution should be taken in extrapolating needs from one group to another.
Whilst the information needs of carers of people with epilepsy are relatively unreported, there is a considerable body of literature on the information needs of carers of other patient groups, including carers of those discharged from hospital, cancer patients, stroke patients and the terminally ill (e.g. [10] [11] [12] [13] [14] [15] ). These studies systematically report that carers need more information, appropriately delivered in relation to their needs, Arksey et al. 16 comment that 'unless the availability of information and its delivery becomes more methodical, carers are likely to remain critical of health and social services'(p. 32).
Leino-Kilpi et al. 17 suggest that such information has two purposes: to assist active participation in care, and to ensure the necessary skills to prevent complications. These are central to the carer's role in the management of epilepsy. However, there is an unsupported assumption that information for carers per se is beneficial. A systematic review 18 of stroke patients and their caregivers reviewed nine trials of the effectiveness of information provision, finding that information on its own had no effect of mood, perceived health status or quality of life for patients or carers. The information was more effective when combined with educational sessions. This review found a need for future research on the expressed needs of patients and carers. This is important in light of Nolan and Lundh's 19 suggestion that family carers are pro-active in seeking information as a coping strategy.
Whilst studies in other fields may well be applicable to carers of people with epilepsy, some crucial questions remain unanswered. Do carers of people with epilepsy have specific information needs and, if so, what are they? How do carers prefer to seek and receive information? What difference does information make to the lives of carers and the person with epilepsy? This study aimed to answer these questions.
The study
The research questions were:
• What are the information needs of carers of people diagnosed with epilepsy? • What are their information preferences in terms of content, style and medium? • How confident are carers in seeking the information they need? • What are the carers' perceptions of the effectiveness of information giving by health professionals and voluntary organisations?
Definitions
For the purpose of this study carers were defined as:
Adults caring for someone over the age of sixteen with a diagnosis of epilepsy during the past five years, and residing in the community. A carer will normally be a family member, relative or friend who is unpaid for their caring duties but may be employed in other work.
Information is defined as:
Information is given when informing a person or people about a thing or subject (to inform is to inspire, to inform is to give knowledge, which is desired 20 ).
Stage 1: The interview study
Inclusion was based on a diagnosis of epilepsy within the past five years. It was anticipated that carers would be identified through organisations such as the National Society for Epilepsy and the British Epilepsy Association. This proved difficult as diagnosis often takes several years to be fully formalised and membership of such organisations tended to comprise people diagnosed more than five years ago. In addition relatives within these support networks reported ambivalence towards the term 'carer'. Therefore, a broader network was targeted incorporating The Carers National Association, The Stroke Association, Headway National, National Cross-roads Care, the Epilepsy Specialist Nurses Association, and selected specialist nurse practitioners. This resulted in a geographically dispersed interview sample, which necessitated approval from twelve local medical research ethics committees. All participants were provided with information about the study, were assured they could withdraw at any time without compromising their care and gave written consent to be interviewed. The final samples were drawn from:
• Six carers through The Carers National Association or associated organisations; • One carer through the Stroke Association;
• Four carers through an Epilepsy Support Group and/or Epilepsy networks; • One carer through a local health worker;
• The interview sample was highly opportunistic and represents only the views of carers who use support organisations. Table 1 illustrates the characteristics of the carers who participated.
Methods
In-depth interviews 21 were conducted by one of the research team (DT) in the carer's own environment. These lasted 1-2 h and were seen by carers as an opportunity to discuss their experiences around caring for a person with epilepsy. Each interview produced a rich narrative, which was tape-recorded and transcribed verbatim.
Analysis
Each transcript was read several times by two researchers. A line by line analysis following the principles of thematic content analysis 22, 23 identified open codes that were eventually grouped into common themes across the 12 interviews. Despite the variation in geography, diagnosis and age within the sample, there was a surprising degree of commonality in the identified themes. Whilst the sample size cannot be said to be representative of the carer population, the heterogeneity of the sample and the level of agreement on themes suggests that the information needs of this group of carers are not isolated. The themes fell into five areas:
• Barriers • Ambivalence • Information hierarchies • Information seeking preferences • Self-efficacy Barriers All 12 carers identified barriers to gaining information, including medical attitudes, resource constraints, lack of confidence, and sensitivity by the carer towards the primacy of the patient. Some carers did not wish to be seen to 'take over' the patient and therefore might not ask the questions they themselves 'had in their head'. All felt frustrated by the lack of epilepsy knowledge by the patient's General Practitioner, although six reported that the GP had been supportive in other ways such as referral to specialist services.
Barriers to seeking and receiving information were perceived as hidden because carers felt it was not recognised that they may be in need of information. Most felt they did not receive adequate information at the time of diagnosis and had to seek ways of finding information for themselves.
Ambivalence
Some carers felt that information seeking and receiving was affected by their own, and others', ambivalence towards the caring role. Five of the respondents saw themselves as a wife, mother or parent rather than an informal carer. This ambivalence reflects the national picture of carers. 4 Of the 5.7 million UK carers in the 1991 census, 49% are working, 12% caring for a person under 30 and 20% caring for a person between 30 and 44. These statistics may not reflect the perceived role of caring for an elderly or disabled person full time. Carers in both stages of this study were as likely to be caring for a younger person, with varying severity of epilepsy, and less likely to perceive themselves as 'carers'. One carer commented in relation to help-line support:
'I tend to think of the help-line as being for patients, people with epilepsy. They might say it isn't, but in my head I still think it is. I've often thought of ringing it, but I think, well I suppose I think, they've got more important things to do' (Carer 11).
This reflects the general response that professional provision of information is not directed at the carer, who is not always recognised as a 'carer'.
Information hierarchy
The carers felt that information was provided in a hierarchical way, determined by health professionals and voluntary organisations, which did not always meet their needs. They expressed an overwhelming desire for a personalised service, such as a counsellor or specialist health professional. Specialist help might include a regular clinic where carers could seek reassurance and discuss concerns and anxieties.
'You need somewhere you can go and ask today's question'. (Carer 07) 'And basically she needs face to face, and I think we do as well. You need somebody to talk to'. (Carer 04) I don't think I'm coping very well because there's no-one to talk at. I don't think it's talking to, it's talking at, at the minute. (Carer 01) In contrast, carers found that most information was in the form of leaflets or other written information which did not address this need for one to one support: I thought they were dealing with people with epilepsy and so I wrote explaining our situation. But they just sent an envelope with leaflets in it, you know. I looked at a few and thought, oh, these are nearly all the same. And I thought well, totally impersonal, and obviously the wrong people to get in touch with. (Carer 04)
Information seeking preferences
The data also revealed ways in which carers would prefer to seek and receive information.
All carers felt that a specialist epilepsy nurse would fulfil this role, even if they had not known of the existence of such nurses before the interview.
Views varied on the role of epilepsy organisations, with some carers finding the services offered very helpful. One carer said:
The two associations have been my linchpin and my lifeline basically, you know. They've kept me sane. (Carer 09) However, this was not the case for everyone, with some carers unclear whether epilepsy organisations were there to help carers. There was no unified response on the timing, level, style of content and appropriateness of written information or on how information needs change over time. Relevant factors included the 'shock' of diagnosis, and the potential effect of blame and denial in coming to terms with epilepsy within the family. A further issue was a perceived paucity of information on complementary therapies within the National Health Service.
Self-efficacy
The four themes discussed above related to how confidently carers could seek the information about epilepsy they needed, which raises the concept of self-efficacy. 24 An individual's perception of efficacy largely determines whether that individual will attempt an action or behaviour, perseverance in overcoming obstacles, and success in the challenge. The interview sample provided data requiring the research team to assess the self-efficacy expectations of carers in seeking and receiving epilepsy information, and to make some judgements about the degree to which health professionals and voluntary organisations target information provision so as to inform and increase the carers' self-efficacy. This framework was therefore used to develop the next stage of the study.
Stage 2: The survey
A questionnaire was developed following analysis of the interview data drawing on the themes arising from the interviews, and focusing on:
•
Following ethical approval a small pilot study was conducted to establish the face and content validity of the questionnaire. This was particularly important to Section 2 of the questionnaire as this was developed from carer's comments on their efforts to seek information, underpinned by Bandura's 24 concept of self-efficacy as a way of assessing carers' self-efficacy expectations. This scale was adapted from Dilorio et al.'s 25 scale to measure self-efficacy in individuals with epilepsy. It was important to assess whether the instrument was also a reliable measure of carer's self-efficacy expectations. Due to the time constraints of the study, full statistical reliability and validity testing could not be undertaken, but face and content validity was established through analysis of 10 carers completing the questionnaire. Four specialist epilepsy nurses were also asked to comment.
For the main study, a total of 70 carers were non-randomly accessed. Forty-four carers (62.8%) were accessed through specialist health care settings and 26 carers (37.2%) through informal links and networks.
The results cannot be said to be truly representative of all carers of people with epilepsy but they nonetheless provide illuminating data on the information needs of this group of carers.
History of the caring relationship
Among the 70 carers, 26 (37.1%) were mothers between 40 and 60 years of age caring for young adults with epilepsy. There were 26 spouse carers, 26 (37.1%) with slightly more female carers 15 (57.7%), than male 11 (42.3%). Their ages ranged from 30 to over 60 years. There were 11 (15.7%) carers over the age of 60.
The sample of respondent carers can be seen to be mainly (although not exclusively) caring for younger adults with epilepsy. A significant minority were older carers, which has wider implications for safety, first aid and mobility. Many were in work as well as being 'carers' although, as in the interview stage, 'carer' is not a term they would apply to themselves. Most saw themselves simply as a parent or spouse. Whilst most of those with epilepsy had been given a formal diagnosis within the last five years, there was some confusion surrounding details of diagnosis and medication despite 78.6% of carers being present at the time of the diagnosis. Knowledge and understanding of diagnosis can be used as a proxy measure of where information needs might start. If information surrounding the diagnosis does not meet the carer's needs then future management and care of the person with epilepsy may be impaired. This assumption recognises that there may be people with epilepsy who do not perceive themselves as being 'cared for', and therefore do not share information nor expect their 'carer' to be intimately involved with details of their medical care.
Self-efficacy and information seeking
The theoretical framework underpinning this section of the enquiry utilises Bandura's 24 notion of selfefficacy. This section of the questionnaire sought to determine the perceived self-efficacy expectations of carers in pursuing their information needs.
We asked how efficacious carers felt in identifying the best person to provide information. Forty respondents (57.1%) were sure they could do this whilst 15 (21.4%) were only moderately sure and 8 (11.4%) felt they could not do this at all. If a third of the sample were not sure who to ask for information they were disadvantaged in having their needs met ( Table 2) .
A more detailed analysis shows that 44 (62.9%) felt sure they could always ask the neurologist for information and the same number felt they could always express the 'questions in their head', whilst only 3 (4.3%) said they would be unable to do this. Yet when asked whether they could express their anxieties about coping with epilepsy to a neurologist, only 50% felt sure that they could and only 37.1% felt sure that the neurologist took their experiences into account. When asked how sure they were that they could express similar issues with their GP, 38 (54.3%) were sure that they could ask their GP for general help and information and 39 (55.7%) were sure that they could ask for information to allay anxiety from their GP. Epilepsy specialist nurses (ESNs) were seen by 17 (24.3%) of the sample as a health professional from whom they felt sure they could seek information. However, 22 (31.4%) felt they could not, and 25.7% felt the question was not applicable. As the data analysis progressed it became clear that many of the respondents had no knowledge of or had not come into contact with an ESN, making this difficult to compare with other epilepsy health professionals.
Just over half of the carers (52.9%) felt confident that they could ask for information from epilepsy organisations (Table 3 ) whilst 17.1% felt they could not. 26 (37.1%) felt sure they could use the epilepsy help-line services, while almost one quarter (24.3%) felt they could not. Again, this might reflect both knowledge of and access to epilepsy organisations rather than lack of confidence in seeking information from them. In terms of informal information, 58.6% were sure they could discuss their information needs with their families, although the remainder were only moderately sure (21.4%) or felt they were unable (12.9%). There may be some difficulty in articulating information needs if these are not discussed within the family. Only 20% said they were sure they could ask friends and neighbours for information about epilepsy, compared with 42.9% who could not. This could reflect a stigma in discussing epilepsy outside the family and/or a perception that informal contacts could not provide the information.
In summary, the carers in this study felt they were confident in identifying the best person to provide information. Whilst the majority were most confident in approaching a neurologist for information, at least a third to a half of the sample demonstrated that they had relatively low self-efficacy expectations in their information seeking behaviour. This has implications for the ways in which health professionals and epilepsy organisations enable carers to express their information needs.
Carers experiences of receiving information
The questionnaire sought to establish actual experiences of receiving information, covering: a. The format of information the carer had found most beneficial; b. The most useful type of information actually received; c. The stage at which the information was most helpfully received.
These sections of the questionnaire were scored from 1 to 6. The carer was asked to rank each item, identify where they had no knowledge or experience (for example, videos about epilepsy).
Most beneficial format of information.
Whilst the majority favoured personal contact with a neurologist (46, 65.7%) as their most beneficial form of receiving information, it was gaps in knowledge or experience which provided the most interesting data. 52.9% had no knowledge or experience of an ESN, 31 (44.3%) no knowledge or experience of a support group, 33 (47.1) no knowledge or experience of a help-line and 39 (55.7%) no knowledge or experience of a specialist epilepsy clinic. This has implications for the way in which services are promoted and structured. Given the range of diagnoses within the sample, it would be expected that more carers would have had access to both a specialist epilepsy clinic and an ESN.
There are also implications for primary care. Whereas about a third (31.4%) favoured personal contact with their GP as the most beneficial form of receiving information, 50% had no experience or knowledge of other primary health care team members. There is scope for extending the awareness of all members of the primary health care team of the needs of these, given that it is likely that 41 new cases of epilepsy per year may arise within a PCT population. 3 The most useful type of information received. The term 'most useful' referred to information carers had been able to use in their day to day care of the person with epilepsy.
Again, the majority of carers thought that the most useful type of information came from personal contact. When combining those who ranked neurologists and GPs 1st or 2nd highest, the combined scores show that 47 (67.2%) found information from a neurologist most useful and 33 (47.1%) found GP's information most useful.
Carers rate information given personally by medical staff more highly than that from books and leaflets (29.2 and 25.7% for combined 1st and 2nd most useful respectively). One consistently useful type of written information was that provided on medical prescriptions. Only 12.9% had no experience of this type of information and 17.1% ranked it 1st or 2nd most useful.
The most helpful stage of information receiving.
The samples were somewhat divided over the stage at which information should most usefully be given (see Table 4 ).
Whilst over a third (42.9%) felt that at diagnosis was the most helpful time to receive information, almost equal numbers found information most use- ful while waiting for a diagnosis (17.1%) and after the shock of diagnosis (15.7%). There are implications here for the preferred staging of information for carers. Diagnosis may be a point of shock, self-blame or denial on the part of the carer, and is not necessarily the most appropriate time to provide detailed information. For some carers, information at a stage some time after diagnosis is more appropriate. This is supported in that for 33 (47.2%) of carers, their information needs changed a year after diagnosis and beyond. Carers were also asked to state the source of their single most important piece of information. Again, personal contact with a neurologist was the most important source for the majority of carers 21 (30%), although a range of information sources was cited emphasising the individualised nature of the information exchange process.
Just over a third of the carers (34.3%) suggested that their own information needs were different to those of the person with epilepsy. This was described in terms of the carer needing to know what to do, how to keep the patient safe, the patient having little understanding and/or being in denial about the epilepsy. This is important for health professionals and epilepsy organisations as information is more frequently targeted towards patients' needs than carers.
Side effects of anti-epileptic drugs (AEDs)
Since medication to control seizures is such an important aspect of the management of epilepsy, carers were asked whether they had received sufficient information about the side effects of AEDs. A surprising number of carers had not been given such information. Thirty-eight (54.3%) had not been given information about interactions with other drugs. In respect of female reproduction, only 4 (5.75%) carers, had been given information about menstruation and only 9 (12.9%) had received information about oral contraception and AEDs. Overall, the information given to carers about side-effects was poor.
Information preferences
Carers' responses to how regularly they used particular information strategies were varied, ranging from 15.7% regularly using information packs to 78.6% never using the Internet. A large proportion of carers used none of the 'usual' channels of information. For example, 35.7% never used packs, 45.7% never used books, 54.3% never used epilepsy organisations and 72.9% never used videos. It is important that providers of information about epilepsy consider how these information channels could become more attractive to carers. When asked what topics of information carers were seeking, a range of responses was given, suggesting that information needs are individualised (see Table 5 ).
As with written information, carers were more likely never to have used certain sources of verbal information than to have regularly used them. An exception was the regular use of the neurologist 29 (41.4%) and the GP 18 (25.7%) for information.
This demonstrates again the preference for one-to-one information giving, individualised to meet the carers' needs. Conversely, 41 carers (58.6%) had never received information from a hospital doctor and 46 (65.7%) had never received information from a specialist epilepsy nurse. Even greater proportions had never received information from a counsellor 59 (84.3%), a social worker 57 (81.4%) or a support group 52 (74.3%). This suggests that many carers had not had the opportunity to seek information from these sources.
Forty-eight (68.6%) of carers agreed that oneto-one communication was advantageous, most (44.3%) because it provided an immediate opportunity to discuss information needs. Carers were also asked in the open section to state which single piece of information would have most helped them. The commonest answer was an explanation of the cause of the epilepsy 10 (14.3%), with reassurance from health professionals 12 (17.1%) being the most common piece of information that had actually helped. Carers reported that access to a specialist nurse (22.9%), access to a consultant (15.7%) and a 24 h help-line (14.3%) would be useful. It is important to ensure that any service which provides information should not only be accessible, but also promoted so that carers know it exists.
In the final section of the questionnaire, carers were asked to agree or disagree with some significant statements by carers drawn from the interview study.
Statements where there was overall agreement included:
Basically she needs face to face, and I think we do as well. I'm cheesed off with leaflets. You need somebody to talk to. 48 (68.6%) agreed.
You need somewhere to go where you can ask today's question, 53 (75.7%) agreed.
The only area I think would be invaluable is to have a regular clinic, 45 (64.3%) agreed.
I think for me, as a carer, it would be good to know more about alternatives to drugs, 54 (77.1%) agreed.
Discussion and conclusion
The evidence from the interview study indicates carers' apparent difficulties in seeking or receiving information. Carers of people with epilepsy appear to experience similar problems as carers in other contexts. 18 The research highlights the need to review existing information-giving policy and practice by health professionals within the NHS and also by epilepsy organisations. This supports the National Strategy for Carers 4 that promotes listening to carers' needs and working in partnership to meet their information needs appropriately.
Overwhelmingly the carers in this study expressed individualised information needs to be addressed by the person most competent to provide this information. In many instances this person is seen to be the neurologist, although the GP and epilepsy nurse both feature as health professionals who could provide this face to face interaction.
Many carers had no experience of an epilepsy nurse, but given the role that has been developed by the Epilepsy Specialist Nurses Association, it would not be unreasonable to expect more such nurses providing individualised information to carers. The limited literature available provides support for the effectiveness of ESNs in practice. In particular, the controlled trial by Ridsdale et al. 26 appears to indicate that ESNs provide cost-effective care with effective outcomes.
Carers in this study were less likely to prefer written information to face to face contact, emphasising further the need for personalised care. Some also felt that their own information needs were different from those of the person with epilepsy, which further supports the importance of eliciting individual information needs. Whilst these needs could most appropriately be met for some carers at the time of diagnosis, for a significant group the best time was some months after diagnosis as the diagnosis becomes accepted by the family.
There was a disappointing lack of enthusiasm for the epilepsy organisations and the information they provide. This was largely because carers did not know about much of the work of these organisations, rather than because the information itself was not of value. More importantly, carers did not recognise that these organisations catered for carers as well as patients. The epilepsy organisations could direct more publicity to carers, given that some carers do not recognise the organisations as having a function for them.
Many carers do have the confidence to seek information from a range of sources, in particular from neurologists and GPs. Some, however, felt neurologists and GPs were not interested in their information needs. Such health professionals should listen and respond to carers' needs and help to elicit the need for information. Again, the ESN could have an important role in the clinic or surgery setting as well as in the community. The health visitor or practice nurse could also develop a role in supporting families with epilepsy.
The conclusions should be viewed in the context of policy 4, 27, 28 that aims to decrease social exclusion and increase support for families and patients in an environment of partnership. Specifically, the findings from this study should inform Primary Care Trusts, health authorities and voluntary organisations in respect of issues raised in Caring about Carers'. 4 For families caring for a person with epilepsy, acknowledgement of their information needs would help reduce the sense of exclusion incited by the stigma of epilepsy. Support for carers which enables them to feel more self-efficacious in their role through the provision of personalised and appropriate information would enable carers to carry out their role in the community with greater confidence and potentially greater effectiveness. Furthermore, Nolan and Lundh's 19 suggestion that family carers are pro-active in seeking information as a coping strategy would confirm the need for health professionals to provide opportunities for carers to meet a range of information needs and preferences in relation to epilepsy.
